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Grieving a child following cancer is a substantially difficult task. The objectives of this 
research were: 1) to describe current quality of life (QoL), psychological distress and 
symptoms of grief of bereaved parents, and 2) to explore the role of possible contributors 
of QoL and psychological distress. Forty-six parents (32 mothers) of children who died of 
cancer were surveyed on their QoL, distress, and complicated grief. Data were analyzed 
using multiple linear regression. Parents had a high frequency of grieving symptoms 
(58%). Mothers reported more retrospective grief symptoms than fathers when describing 
the year after child death. Current lower mental well-being was associated with 
experiencing higher retrospective grief symptoms, a shorter period since child death, and 
being a father. Hence, parents experienced disturbances even long after child death. 
Mothers and fathers may present specificities that should be considered when developing 
supportive activities for this vulnerable population. 
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Introduction 
Childhood cancer remains the most common cause of disease-related death in 
children. In Canada, there is an average of 119 deaths from cancer per year among 
children aged 0-14 years old and 290 deaths among 15-29 years old (Canadian Cancer 
Society, 2017). 
Previous research has shown that grieving parents experience the most intense 
grief reactions when compared to grieving spouses or other situations (Middleton et al., 
1998). Losing a child has been associated with higher risks of experiencing problematic 
or prolonged grief (Cacciatore et al., 2014) and more frequent or intense psychological 
symptoms such as depression or post-traumatic stress (Norberg et al., 2011). They are 
also more likely to experience marital disruption and relationship dissatisfaction than the 
general population (Hendrickson, 2009; Li et al., 2005).  
Few reports have studied differences between mothers and fathers though, 
especially in the context of pediatric cancer. What we do know is that the intensity of 
mourning for mothers and fathers may not coincide, resulting in different needs (Endo et 
al., 2015). Authors have suggested that coping strategies may differ between mothers and 
fathers, with mothers using more emotional social sharing and fathers using avoidance 
and problem solving (Bergstraesser et al., 2015; Decinque et al., 2006). Qualitative 
studies on mother-father differences show that mothers experience more strongly shame, 
anxiety and sadness, and report more frequently intrusive thoughts, blame, adjustment 
problems and sleep disorders (Decinque et al., 2006; Duncan & Cacciatore, 2015).  
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The trajectory of parents' adjustment following child death is also poorly studied. 
Parents, 4-6 years after the death of their child, have shown higher risks of poor 
psychological well-being measured by the Center for Epidemiologic Studies Depression 
Scale (CES-D) and the Spielberger State-Trait Anxiety Inventory (STAI-Y), when 
compared to parents 7-9 years after the child's death (Kreicbergs et al., 2004). Similarly, 
a study has found a decrease in post-traumatic stress in fathers and mothers (n=37) over 
the five years following the death (Ljungman et al., 2015). 
However, we still do not know much on the long-term effects of grief on parents 
and their overall health. Little is known about how grief symptoms evolve over time. 
Finally, the population of fathers is clearly understudied with fathers being generally 
underrepresented in previous groups (Rosenberg et al., 2012). We designed this study to 
further document adjustment in bereaved parents and compare adjustment in mothers and 
fathers. We wished to document the evolution of grief symptoms in this group. The 
objectives of this study were 1) to describe quality of life, psychological distress, and 
grief symptoms in a new group of parents 2) to explore the role of contributors to current 
parents’ physical and psychological health, including gender and time since child death.  
Methods 
The study was a one-site cross-sectional psychosocial survey. The project 
received approval from the Research Ethics Committee at Sainte-Justine UHC and all 
participants provided an informed consent (approval # F9-17744). The present study was 
part of the Butterflies/Papillons project aiming at studying grief among parents of 
children who have died of cancer. It includes several aspects including psychosocial 
health and quality of life, the end-of-life context, use of palliative care, adjustment within 
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parental couples, trajectory and adjustment activities, and attitudes toward bereavement 
research. In the present study, we focused on quantitative measures of QoL, 
psychological distress, and grief symptoms. 
Participants 
The inclusion criteria were: 1) death of children from pediatric cancer at the 
hematology-oncology department; 2) death from 2000 to 2016. Four exclusion criteria 
were applied before recruitment: 1) cases of families identified by our partner community 
organization (Leucan) as living acute distress or a crisis situation such as death of a 
parent, illness, depression, suicidal thoughts or attempt 2) cases identified by the 
hematology-oncology department staff as being in dispute at the time of the study, 3) 
families who were not able to read or write English or French.  
At Sainte-Justine UHC, 226 children had died from cancer over the study period 
2000-2016 (Figure 1). The study period was determined to maximize access to the list of 
cases and provide variability in time elapsed since death. Among the 226 deaths at the 
hematology-oncology department in the 2000-2016 period 211 cases of death, 
corresponding to a number more than 400 parents, were recognized as eligible for initial 
contact. A total of 15 cases were excluded post-hoc from the study because the cause of 
death was found as not attributable to cancer (n=4), disputed deaths identified by the 
caregivers (e.g. possible medical error) (n=6), as well as cases in distress, for which 
contact was not appropriate according to our partner community organization (n=5). 
Among eligible families 211/226 (93.4%), a large proportion of families who could not 
be reached had changed their contact details (141/211, 66.8%). We were able to leave a 
voice message to a total of 70 parents (29 fathers and 41 mothers). Of these, 8 parents 
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declined the invitation and 16 parents did not follow up. Among the parents contacted 
(n=70), 46 parents (46/70, 66%) agreed to participate from 36 different families (36/211, 
17%). Hence, the final study sample was composed of 46 parents with 32 mothers and 14 
fathers (including 1 stepfather) (Table 1). In the study sample, the average number of 
years elapsed since child death was 9.9 ± 5.0 years. Of these, 33 parents completed the 







*Insert Table 1 here* 
 
To avoid unnecessary burden in vulnerable parents, we included screening based 
on the last question from the Brief Symptom Inventory-18 “Thoughts of ending your 
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life”. Parents who scored 2 (moderately) to 4 (extremely) were directed to the short 
version of the questionnaire. These parents were not exposed to questions about their 
child’s illness and death and were referred to the support team of our community partner 
(Labott et al., 2013).  
A two-year limit (01/2016) was adopted to warrant a 24-month post-death before 
survey which is the most conservative restriction recommended in the literature 
(Albuquerque et al., 2016; Lichtenthal et al., 2015; Stevenson et al., 2017). We 
established a procedure for recruiting participants following recommendations on 
research with bereaved families (Clark, 2008; Stroebe & Schut, 2010). We collaborated 
with caregivers from the cancer care centre and the palliative care unit, as well as 
members of a partner community organization (Leucan, https://www.leucan.qc.ca/en/). 
Caregivers initiated a first contact by telephone with eligible families from 09/2018 to 
03/2019 in order to confirm contact information with potential participants and asked 
them about their interest. Then, the research team provided those who showed further 
interest with information about the project and followed up on their participation. The 
consent form was signed electronically when the parent entered the survey.  
Measures 
All measures were administered on an electronic platform (SurveyMonkey®). 
Responses regarding suicidal thoughts and all free comments were consulted within 24 
hours of completion to determine if a psychosocial referral was required. Quality of Life 
and psychological distress measures were available in the full sample (N=46). Grieving 
symptoms (Now and Retrospect) were available only in those filling the longer form 
(N=33). 
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Quality of life 
We used the Medical Outcome Study Short Form-12 (MOS SF-12) (Gandek et al., 
1998), a short (12 items) and widely used measure of QoL. Participants were asked to 
refer to the last three months to describe their perception on their physical and 
psychological well-being. A sample item is: “During the past week, how much of the 
time has your physical health or emotional problems interfered with your social activities 
(like visiting with friends, relatives, etc.)?” Following a standard coding algorithm using 
the 12 items, the tool provides two scores ranging 0-100, with 100 indicating the highest 
level of QoL and 50 indicating the population average. The two scores are Mental 
Component Summary (MCS) and Physical Component Summary (PCS). MCS reflects 
the dimensions of mental health, social functioning and psychological role limitations, 
while PCS reflects the dimensions of physical functioning, physical role limitations and 
physical pain (Gandek et al., 1998; Leplège, 2001; Misery et al., 2010; Ware & Gandek, 
1994; Ware Jr & Sherbourne, 1992).  
Psychological distress  
We used the Brief Symptom Inventory (BSI-18) (Derogatis & Savitz, 2000; 
Derogatis & Spencer, 1993). The questionnaire consists of 18 items and three scales to 
measure anxiety (sample item: “Nervousness or shakiness inside”), depression (sample 
item: “Feeling hopeless about the future”) and somatization (sample item: “Numbness or 
tingling in parts of your body”) as well as a global scale, the Global Severity Index (GSI). 
Participants indicate how much each item have been an issue in the last 7 days from 0 
(not at all) to 4 (extremely). The BSI-18 has been extensively used with parents in 
pediatric oncology (Zebrack et al., 2004; Zeltzer et al., 2009). In our sample, internal 
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consistency  coefficients were .875 (anxiety), .949 (depression), .521 (somatization), 
and 0.933 on the global score. A participant was considered as a possible case when 
his/her overall scale score was above T ≥ 63 or two subscales were above 63 (Derogatis 
& Spencer, 1993). 
Symptoms of grief 
We used the Inventory of Complicated Grief (ICG) (Prigerson et al., 1995). This 
questionnaire includes 19 items assessing indicators of complicated grief, such as anger, 
disbelief, and hallucinations. It includes sample item “I feel I cannot accept the death of 
the person who died”. Each item is responded on a frequency scale from 0 (never) to 4 
(always). A score above 25 has been suggestive of a high risk of psychological need and 
reflects the intensity of symptoms of grief (Keesee et al., 2008; Prigerson et al., 1995). 
The concurrent validity of the ICG was documented in previous research with strong 
associations with depression and measures of grief (Prigerson et al., 1995).  For the 
present study, we used this instrument twice with two separate time instructions. The first 
(“Now”) invites the participant to complete the questionnaire by looking back to the last 
year, as is standard practice. The second (“Retrospect”) requires participants to recall the 
first year following the child's death. In our sample, the internal consistency was  =.906 
and  =.907 for the “Now” and “Retrospect” instructions respectively.  
Demographics and clinical data  
Participants provided the following data: participant age, relationship to the child, 
marital status, level of education, annual income and religion. We collected the following 
information from medical records: age of the child at death, year of death, and diagnosis. 
Data analysis 
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For objective 1, we used descriptive statistics and comparisons with normative data, 
when available. For objective 2, we first used bivariate mean comparisons (Student t) and 
the associated effect size (d). We compared the two versions of the ICG (Now/Retrospect) 
using a non-parametric Wilcoxon test due to the smaller sample. Then, we computed three 
multiple regression models to identify contributing factors to physical QoL (SF-12 PCS), 
mental QoL (SF-12 MCS), and psychological distress (BSI-18 GSI) in turn. Explanatory 
variables in these models were: parent’s gender, parent’s age at the time of death, child’s 




The average physical QoL level was close to normative standards, with mean PCS 
= 50.37, SD = 7.49 (d = .04, ns). In contrast, the average mental QoL level was 
significantly lower than the normative 50, with MCS = 45.70, SD = 10.33 (d = 0.42, p = 
.008). Mean levels of anxiety, depression, somatization, and distress were normative 
(Table 2). We found 8 positive cases of distress on the BSI-18 (6 mothers and 2 fathers, 
18% in each group). Differences with norms were negligible (median d = .12, all ns). 
As for the symptoms of grief, we found 18/31 (58%) parents showing a high 
intensity on their grieving (ICG-19>25) with this characteristic being somewhat more 
frequent in mothers (14/20, 70%) than in fathers (4/11, 36%) (p = .069). Symptoms of 
grief were higher compared to previous reports on other grieving population (Kersting et 
al., 2011; Newson et al., 2011).  
*Insert Table 2 here* 




Differences across gender and recall period  
We found no significant differences between mothers and fathers on QoL (SF-12), 
psychological distress (BSI-18) and current grief symptoms (ICG-19) (Table 2). In 
contrast, when asked to describe the 12-month period following death, mothers reported 
experiencing more frequently significant grief symptoms than fathers (91% vs 55%, p = 
.016) Reported grief symptoms were particularly acute for mothers when referring to this 
period (M = 41.50, SD = 13.21), when compared to fathers (M = 29.36, SD = 12.71) (d = 
.97, large effect size). Furthermore, we detected time differences in mothers only (d = 
.98, large) as compared to fathers (d = .39, medium) (Table 3). Consistent with this 
observation, both time points Now and Retrospect ICG-19 measures were much more 
aligned in fathers (r = .61) than in mothers (r = .11).  
*Insert Table 3 here* 
 
Contributing factors to parental health 
The data confirmed these observations in multivariate models (Table 4). When 
exploring contributors of current Physical QoL, the first regression model was not 
significant and was therefore rejected. Mental QoL (adj. R2 = 35.3%, p = .011) and 
psychological distress (adj. R2 = 39.4%, p = .006) models were significant with common 
contributing factors. A higher current mental QoL was associated with a longer period 
since child death (β = .344, p = .038) and lower retrospective symptoms of grief (β = -
.494, p = .019). Consistently, higher levels of current psychological distress were 
associated with a shorter period since child death (β = -.340, p = .034) and more intense 
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retrospective symptoms of grief (β = .474, p = .019). Notably, psychological distress was 
also associated with being a father (β = .385, p = .031). Parent's age at the time of death, 
the child's age at the time of death, and current symptoms of grief did not contribute to 
mental QoL or psychological distress.  
*Insert Table 4 here* 
 
Discussion 
Despite extensive research on bereavement, there are still few studies on the long-
term adjustment of parents who lost their child to cancer. We surveyed a group of 46 
parents on average 10 years after child death and found lower mental QoL than norms, as 
well as lower mental well-being to be associated with a shorter period since death, more 
acute retrospective symptoms of grief, and being a father. 
This global picture further documents the common observation that bereaved 
parents remain a vulnerable population long after their child death. This was particularly 
clear in the present sample from the low mental quality of life and frequent significant 
symptoms of grief. Significantly high grief levels were present in more than half of the 
sample, more than twice the frequency found earlier in comparison sample with the same 
anteriority of death (58% vs 24%) (Kersting et al., 2011). High levels of grieving 
symptoms are reflected by experiences as feeling of emptiness without the child, the 
difficulty of accepting the death, experiencing anger, and the likes. Notably, when 
exploring differences between mothers and fathers in bivariate comparisons, we found 
very little difference. The only clear difference identified was on retrospective symptoms 
of grief being particularly higher in mothers than in fathers. In mothers, we found an 
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original pattern suggestive of an adjustment process where time would be associated with 
a relative alleviation of symptoms of grief, whereas the pattern was less clear in fathers, 
in contrast with stability observed across time in other studies (Fujisawa et al., 2010). 
Observed levels of mental QoL and psychological distress in our sample are in line with 
previous observations suggesting there is little difference between mothers and fathers in 
the long-term (Song et al., 2010). 
 Normative levels of physical QoL and psychological distress found here suggest 
that time would help parents recover when grieving the loss of a child, consistent with 
previous studies showing a decreased of symptoms with time (Kreicbergs et al., 2004; 
Song et al., 2010). However, in our sample approximately 1 in 5 parents (18.6%) still 
showed clinical risks of psychological distress long after the death. Psychological distress 
in fathers and mothers could be explained by unresolved grief. In fact, a national study 
conducted in Sweden suggests that 26% of parents had not worked through their grief up 
to 9 years after their child's death (Lannen et al., 2008). Two studies have also identified 
bereaved parents as having the highest frequency of significant grief symptoms 
(approximately 25%), compared to other bereaved groups and the general population (3-
5%) (Kersting et al., 2011; Newson et al., 2011). In line with this result, we found that 
grief symptoms remained at a high level for many parents, and particularly mothers, for 
many years following the death of their child. The high frequency found in our sample 
suggests that the death of a child from cancer could be a major contributor of complicated 
grief (Kersting et al., 2011), perhaps because disturbing feeling of hopes and failures in 
relation to the cancer trajectory. Interestingly, contrasting with normative levels of 
distress, the high levels of grief observed here suggest that the experience of grieving is 
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probably not well captured by traditional psychological symptoms and categories such as 
“depression”, “anxiety”, or “somatization” from the BSI-18.   
Finally, when studying the unique contribution of factors to explain the current 
portrait of bereaved parents’ health, we found that higher mental well-being was 
associated with a longer period since child death, and more acute grief reactions after 
child death (retrospective measure). This was in line with our previous bivariate analysis 
and is suggestive of a long-term adjustment process, and a contribution of grief 
symptoms to mental well-being independent of the other factors, and is consistent with 
the existing literature (Lannen et al., 2008; Wing et al., 2001). It also speaks of the 
acuteness of stress as a vulnerability factor for further adjustment processes. It is also 
possible that higher level of grief symptoms in the past may be contributing to unresolved 
grief and higher levels of psychological distress over time. These results are consistent 
with studies suggesting associations between unresolved grief and such concepts as 
depression or anxiety (Lannen et al., 2008).  
Interestingly, when controlling for other factors in the present study, being a 
father appeared associated with poorer psychological distress. Several possible 
explanations might account for this phenomenon. Fathers show specificities on their 
coping strategies (Wijngaards-de Meij et al., 2008), being more oriented on restoration, 
using distraction from grief, denial, life changes, etc., while mothers tending to use more 
social support resources. Another hypothesis lies in traditional gender roles that hinder 
emotion expression and the recognition of one’s weaknesses in fathers. Fathers have 
often reported how they are expected to be strong and be the pillar of the family (Cleiren, 
2019; Dyregrov & Matthiesen, 1987; Wing et al., 2001). In the present study they showed 
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very high consistency over time in reported symptoms of grief. This could reflect that 
their current feelings remain as they were, indicating that the loss is incommensurable. 
The experience of mothers speaks for a different reality, one of evolution and adjustment, 
despite enduring intense signs of grief.  
We should recognize the limitations of our study. First, the sample size limited the 
power of our analysis strategy. Second, the study is cross-sectional and causal 
interpretation should be made cautiously, especially as for the retrospective measure of 
symptoms of grief. We cannot rule out the impact of current mood on retrospective 
ratings in the multivariate analyses. Third, we should recognize a probable selection bias 
as we could not reach the most vulnerable parents or those having difficulty with the 
electronic platform. These limitations point to future needs in this field of research. 
Future studies should focus on prospective longitudinal research to better understand how 
the recovery process unfolds both for fathers and mothers. 
In conclusion, in an electronic survey of 46 bereaved parents who lost a child to 
cancer for an average period of 10 years, we found low levels of mental QoL and high 
levels of grief symptoms. The results suggested that current lower psychological well-
being of parents was related with a more recent death, more acute grief symptoms after 
death, and being a father. These observations support a slow process of adjustment in 
both parents, independent of the age of parents and the child, and some specificities 
across genders. Future research should address interrelationships between grieving 
symptoms and psychological distress, and explore longitudinally coping and adjustment 
both in mothers and fathers. Specificities to the clinical context of cancer should also be 
explored as it is unclear how they impact these processes. 
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 Total (N=45)† Fathers (N=13) Mothers (N=32) Cohen’s d Student T   
 M (SD) / N (%) M (SD) / N (%) M (SD) / N (%) d t df p value 
Quality of Life  
(MOS SF-12) 
       
Physical (PCS-12) 50.37 (7.49) 53.08 (5.16) 49.27 (8.06) 0.563aa -1.573 43 0.123 
Mental (MCS-12) 45.70 (10.33) 48.81 (8.84) 44.43 (10,75) 0.445aa -1.298 43 0.201 
 Total (N=43)†† Fathers (N=11) Mothers (N=32) Cohen’s d Student T   
 M (SD) / N (%) M (SD) / N (%) M (SD) / N (%) Cohen’s d t df p value 
Psychological distress 
(BSI-18) 
       
Total GSI 51.26 (10.92) 50.45 (9.35) 51.53 (11.54) 0.103a 0.279 41 0.782 
Positive cases 8 (18.60) 2 (18.18) 6 (18.75)     
Negative cases  35 (81.40) 9 (81,81) 26 (81.25)     
Anxiety 49.69 (10.22) 45.55 (9.25) 51.13 (10.28) 0.571aa 1.591 41 0.119 
Depression 53.40 (11.86) 53.46 (11.4) 53.38 (12.19) 0.009a -0.019 41 0.985 
Somatization 51.07 (7.65) 50.18 (7.24) 51.38 (7.88) 0.159a 0.442 41 0.661 
 Total (N=33) Fathers (N=11) Mothers (N=22) Cohen’s d Student T   
 M (SD) / N (%) M (SD) / N (%) M (SD) / N (%)  d t df p value 
Complicated Grief 
(ICG-19) 
       
Retrospect 37.52 (13.76) 29.36 (12.71) 41.59 (12.62) 0.966aaa 2.618** 31 0.014 
>25 26 (78.79) 6 (54.54) 20 (90.91)     
≤ 25 7 (21.21) 5 (45.45) 2 (9,09)     
Now 26.71 (13.65) 24.46 (12.41) 27.95 (14.45) 0.259a 0.676 29 0.504 
>25 18 (58.10) 4 (36.30) 14 (70,00)     
≤ 25 13 (41.90) 7 (63.64) 6 (30,00)     
Note. † 1 missing value; †† 3missing values; Effect size: a = small (0.20); aa = medium (0.50); aaa = large (0.80); *p < .05, **p < .01, ***p < .001  



























 Retrospect Now Cohen’s d Wilcoxon  
 M (SD) M (SD) d Z p value 























Note. Effect size: a = small (0.2); aa = medium (0.5); aaa = large (0.8) ; *p < .05, **p < .01, ***p < .001  




Summary of Multiple Regressions Predicting for Quality of Life and Distress with 









R2 adj. R2 B SE β t p 
value 
QoL - Physical (SF-12 PCS) 0.300 0.117      
Gender : Father   5.535 3.010 0.372 1.839 0.079 
Age of child at the time of death   0.661 0.301 0.572* 2.195 0.039 
Age of parent at the time of death   -0.656 0.242 -0.721* -2.706 0.013 
Number of years since death   0.100 0.260 0.071 0.387 0.703 
ICG Retrospect   0.104 0.117 0.203 0.889 0.383 
ICG Now   -0.027 0.105 -0.052 -0.259 0.798 
QoL - Mental (SF-12 MCS) 0.487* 0.353*      
Gender : Father   -5.553 2.721 -0.354 -2.041 0.053 
Age of child at the time of death   0.426 0.272 0.349 1,562 0.132 
Age of parent at the time of death   -0.020 0.219 -0.021 -0.093 0.927 
Number of years since death   0.515 0.235 0.344* 2.197 0.038 
ICG Retrospect   -0.269 0.106 -0.494* -2.529 0.019 
ICG Now   -0.113 0.095 -0.204 -1.193 0.245 
Psychological distress (GSI) 0.519** 0.394**      
Gender : Father   7.229 3.152 0.385* 2.293 0.031 
Age of child at the time of death   -0.399 0.316 -0.273 -1.264 0.219 
Age of parent at the time of death   0.280 0.254 0.243 1.102 0.282 
Number of years since death   -0.611 0.272 -0.340* -2.248 0.034 
ICG Retrospect   0.309 0.123 0.474* 2.511 0.019 
ICG Now   0.191 0.110 0.287 1.733 0.096 
Note. GSI: Global Severity Index; MCS: Mental Component Summary; PCS: Physical Component Summary; *p < .05; **p < .01; ***p < .001  
